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I provide this statement in response to the request under Rule 9 of the Inquiry Rules 2006 

t71 rMr 

1. My name is Karin Pappenheim of GRO-C ;, London i._.__GRO_C._._. I was born 

on  GRO-C 1954. My professional qualifications are set out in my CV attached at 

WITN4504002. 

Question 2: Please set out the positions you have held at the Haemophilia Society, and any 

other relevant organisations, and your role and responsibilities in these positions. 
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Question 3: Please set out your membership, past or present, of any committees or groups 

relevant to the Inauirv's Terms of Reference which can be found on the lnauirv's website at 
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3. As employee of the Society, in my capacity as CEO, I attended board meetings, committee 

meetings, and external meetings as required in performing my role. See my detailed 

witness statement. 

Section 2: Responses to criticism 

Criticism by witness W3988 

4. At page 47, paragraph 2 of her witness statement. Witness W3988 states that the South 

Wales Haemophilia Group voiced concerns that the Haemophilia Society was not being 

proactive in campaigning for a HIV/hepatitis C public inquiry, specifically at an open 

meeting held on 10 September 1999 at the University Hospital of Wales which you 

attended. Please comment on this, including answers to the following: 

5. I note that on page 47 para 2 of her statement, the witness refers to concerns raised by 

the South Wales Haemophilia Group about the Haemophilia's Society not being proactive 

in campaigning for a HIV/HCV public enquiry. The witness refers to an open meeting which 

I attended with Chris Hodgson, chair of the Society, on 10 September 1999. I cannot recall 

the detail of what was said at that meeting, and do not have a record of the meeting. It is 

possible that the Society may hold minutes of the meeting which could be obtained by the 

inquiry team. 

6. To provide context for that meeting, I refer to section 8 of my first witness statement dated 

14 May 2021 [WITN4504001] which covers the HCV campaign, and paragraph 125 which 

mentions the campaign review by board/CEO on 27 November 1999. Please note the date 

of that review meeting, which occurred in the two months subsequent to the open meeting 

in South Wales. I also cite documents HS000016864 (Hepatitis Campaign future 

directions 25 September 1998) and HS000009365 HAEMOPHILIA Society Day of Action 

for Hepatitis C victims 22 July 1998. 

7. The latter document illustrates the Society's approach to the campaign when I first joined 

in 1998, at which time the main focus was on urging the government to respond to hepatitis 

C infection with financial recompense. However, in response to the criticism of the witness, 

I would draw attention to the fact that the press release and briefing are fully inclusive of 

the whole haemophilia community — those infected with HCV alone and those coinfected 

with HIV and HCV. The document clearly states the impact of HIV infection on the whole 
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community: 1200 people infected with HIV and 4,800 with HCV. At that point, the focus of 

the campaign was raising awareness of the impact of HCV, and specifically the need for 

financial recompense. This was rejected by Government and so by autumn 1999, the time 

at which the open meeting in Wales took place, the Society had already begun a review 

of the campaign as shown in the 25 September 1998 document. That document clearly 

includes the public inquiry (see page 3 para 4) in proposed changes to the scope of the 

campaign. 

8. 1 understand that the witness felt that the Society was not campaigning hard enough for 

the public inquiry. However, as stated above, from autumn 1998 onwards the Society had 

already been expanding the campaign to include the public inquiry, and prior to that we 

had never failed to draw attention in our campaigns to the impact of both HIV and HCV on 

the community. It is possible that we were not able to communicate that clearly enough to 

members present at the meeting on 10 September 1999. 

9. 1 cite the report written by me, which clearly proposes the public inquiry as a campaign 

objective: HS000016864 (Hepatitis Campaign future directions 25 September 1998). I 

would also draw attention to the clear definition of the campaign aims in the Minutes of the 

Trustee Board meeting 11 September 2000 (see para 125 to 127 in my first witness 

statement dated 14 May 2021 [WITN4504001]) which clearly includes the public inquiry in 

the four aims, which were set out as follows: 

• To persuade government to provide financial assistance to meet the needs of all 

people with haemophilia and related bleeding disorders affected by HCV 

• To press for the best treatment and care for people with haemophilia and related 

bleeding disorders infected with HCV 

• To persuade government to hold a full public inquiry into contaminated blood 

products 

• To ensure recombinant is available for all throughout the UK regardless of age of 

viral status 

10. 1 note that this date is one year after the meeting in South Wales, which shows that the 

Society did listen and respond. 
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. Ye.. 1 do tact tit the Soceky c m a ed hard for the p11c irk : Oetaf o our 

can panng ff l is set Out ° my t fitness statement tated 14 May 2021 

[T 4 1]. Iwould draw attention to the fact that the i. continued to 

campan for apuic nquiry after I 1 tt €n 2004, and that er-soak€rr G varnment to set 

up and fund a ptc W 4u ry €a not

Section , Qthr. '-

11.2. There are no other issues I ; h to r i;e. 

entof TOM 

I Ise'+ e that the t c+ts t t 1 in this wdth wDea statement are true.. 

a'1 n.d GRO-C 

Dates 
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